I arrived home from work to find my husband uncharacteristically sitting at the dining room table, waiting for me to walk through the door. He said, "Sweetheart, I think there is something wrong with me." My heart dropped as I noticed the left-sided Horner syndrome that had developed overnight and as I watched his face turn bright red when he lifted his left arm. He complained that the left side of his neck was uncomfortably tight, and I was already walking him to the front door as I felt the rock-hard mass in his supraclavicular fossa. While I drove him to the emergency room of the university hospital where I worked, his subtle and not-so-subtle complaints of dysphagia, fatigue, and lethargy over the last few months were now prominent in my mind.
I was relieved when we walked into the waiting room and found only two patients waiting. The triage nurse recognized me, and she quietly expedited our emergency department intake.Within minutes, an attending physician with whom I had worked walked into our bay and skillfully dismissed the medical student who followed him in to obtain the history and physical examination. The events over the next few days changed our lives, and my medical practice, forever.
My husband was diagnosed with an aggressive lymphoma during my second year of internal medicine residency. I had delivered bad news many times and was beginning to feel comfortable in that role and somewhat skilled in the process, but I was completely unprepared for being on the other side of bad news. Multiple medical providers entered our lives during the initial weeks following his diagnosis, and I was surprised at how my husband interpreted and reacted to their words and actions. Several examples stand out. In each case, I fully understood the perspective of the medical professional and now have a new appreciation of the patient's perspective that has changed the way I approach bad news with my patients.
WAITING UNTIL ALL THE DATA ARE IN
We spent that first night in the emergency department; blood was drawn, a chest radiograph was taken, and then a computed tomography (CT) scan of the neck and chest was obtained. I sat quietly, holding my husband's hand, resisting the urge to log onto our hospital's electronic medical record. I remember how hours went by without seeing the attending physician. I also remember that my husband had a fear in his eyes that I had never seen previously, or since, as he asked me, "What is taking so long? Why don't they just tell us what they have found, even if they don't know what is going on?" I suspected that the attending physician was waiting for a formal reading of the CT scan and replied, "They are waiting until all the data are in." Looking back, I realize that waiting for bad news is actually worse than receiving bad news.Waiting resulted in anxiety, and both of our minds wandered to dark places because we had no idea of what the "data"showed. Indeed, being told that he had mediastinal and supraclavicular masses causing tracheal deviation would have actually provided comforting information and helped us suppress imagination.
SAYING SORRY
Over the next several hours, a parade of medical professionals entered the room, each starting the conversation with "I'm sorry." It seemed everyone was sorry, including the emergency department attending physician, the overnight admitting team, the medical intensive care team who had been called to evaluate my husband for airway stability, and the inpatient medicine team. "Every doctor is saying they are sorry," he said. "That can't be good. Is it all over for me? Is there nothing they can do?" To him, "sorry" made him think of his condition as dire, catastrophic, and without hope. But to me, these expressions were a natural way to acknowledge the gravity of the diagnosis and convey empathy. I suggested as much to him and in reply he asked, "Why don't they say they are sorry that I have to go through this? It would be nice to hear them say that they will do their best to help." From him I learned that patients are not looking for a physician's sympathy but for compassionate delivery of a diagnosis, plan of action, and hope that their condition can be overcome.
TIME STANDS STILL
An excisional biopsy and staging CTscan occurred the week following his hospital admission. He met with a medical oncologist and underwent a bone marrow biopsy during week 2. Week 3 brought a second excisional biopsy and positron emission tomography scan. My husband's port was placed during week 4 and his first chemotherapy infusion occurred during week 5. I can see that from the medical perspective, things moved quickly. Yet for my husband, time ticked by ever so slowly and he perceived this cancer to be a time bomb threatening to bring death. If it were up to him, he would have initiated treatment the same day he was diagnosed. It was apparent that he had not been prepared for cancer, including the timeline for diagnosis to treatment.
LESSONS LEARNED
I entered medical residency with the predetermined plan to follow with oncology fellowship, in which I am now fully immersed. I occasionally thank my husband for the unexpected learning opportunity. However, I recognize that experiencing the other side of bad news with my husband, from diagnosis to treatment, has consciously and subconsciously changed my medical practice forever. I have learned to ask patients about their desire for information and to share data with patients when desired, even if diagnosis remains uncertain. I unexpectedly found that "I'm sorry" is not always comforting when coming from a physician because it can be misinterpreted, and "I'm sorry that this is happening to you" is what we really mean and is what I now say. When patients receive a potentially fatal diagnosis, time suddenly slows to a crawl. I now acknowledge the patient's viewpoint of time standing still and walk them through an anticipated time line of evaluation and treatment to provide a next step on which to focus and a reason to face each day with hope and purpose. I have learned that assisting patients negotiate the road that follows a life-altering diagnosis is perhaps more important than, and requires as much consideration and skill as, the initial delivery of bad news.
